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National Council on Disability

An independent federal agency making recommendations to the President and Congress 
to enhance the quality of life for all Americans with disabilities and their families.

November 16, 2022

The President
The White House
Washington, DC 20500

Dear Mr. President:

The pandemic has shone a light on our nation’s insufficient investment in Home and Community 
Based Services (HCBS). These critical services are a life-line for millions of people with disabilities 
who desire to live independently in their respective communities. The lack of investment in HCBS 
was a significant contributor to the needless deaths of people with intellectual and developmental 
disabilities (IDD) living in congregate settings during the pandemic. On behalf of the National Council 
on Disability (NCD), I submit the report, Strengthening the HCBS Ecosystem: Responding to Dangers 
of Congregate Settings during COVID-19.

Building on NCD’s report Deinstitutionalization: Unfinished Business (2012) and the 2021 Progress 
Report: The Impacts of COVID-19 on People with Disabilities, this report describes significant barriers to 
an effective, adequate system of HCBS, and provides recommendations that will be responsive to the 
nation’s present and growing need for community-based living.

COVID-19 was the number one cause of death for people with IDD during 2020, with a 
disproportionate death toll of those residing in congregate settings such as group homes and nursing 
homes. These settings were hotbeds for transmittal of the coronavirus, and though people with IDD in 
such settings were highly susceptible to infection and death from the virus, they were largely unable 
to transition out of these settings. Tragically, disabled residents who were hospitalized after contracting 
the virus were commonly returned to these settings to shelter in place, rather than be transferred to 
home or low census community-living options where social distancing and other Center for Disease 
Control and Prevention recommended health protocols could have been implemented. The shelter in 
place decision was a stark contrast to the quick transfer of other populations in institutional settings, 
such as prisoners and residents of homeless shelters who were transferred to low census settings 
with positive results in containing the spread of the virus. Because of the ensuing death toll, the shelter 
in place strategy for people with disabilities has been referred to as “dying in place.” The unnecessary 
deaths are a potent reminder that institutionalization is detrimental and failed model.

The integration mandate of the Americans with Disabilities Act and the Supreme Court’s decision in 
Olmstead v. L.C. are the bases for moving people with disabilities, who can and want to live in the 
community, out of institutionalized settings. However, this report points out continued barriers that 
restrict the ability to do so. In the year preceding the pandemic, HCBS transitions under Money Follows 
the Person dropped 46% and the transitions that took place were largely not people with IDD. State 
HCBS programs, a major avenue for moving people out of institutionalized settings, have long waiting 
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lists. Wait times can span years and are partially fueled by persistent barriers, such as the nationwide, 
prolonged shortage of direct care workers which was exacerbated by the pandemic. Direct care 
workers are a critical part of HCBS because they provide the services that people with disabilities need 
in order to live in the community. The dearth of this crucial workforce slowed or prevented transfers to 
the community and put people in the community at risk of institutionalization. The report also describes 
the persistent barrier of a national lack of affordable, accessible, housing. Public Housing Authorities are 
utilizing vouchers from HUD to transition people out of institutions, but demand for affordable housing 
far outpaces supply. Wait lists for low-income housing are often years long and the amount of units 
designed for wheelchair users or those with sensory impairments is inadequate to meet the nation’s 
needs. A recent report estimates that there is a shortage of 3.4 million affordable rental units, which 
pales in comparison to the shortage of affordable and accessible rental homes. 

In addition to the Federal integration mandate, it is well established that living in one’s home with 
supports is safer than living in an institutionalized setting, costs less, and is the desire of most 
individuals. But data from the Centers for Medicare and Medicaid Services show that in 2018 there 
were almost 600,000 people with IDD living in institutionalized settings who were on HCBS waiting 
lists to transition to the community. A 2021 report raises this number to over 800,000. The latest 
census data also increases the urgency for action, as age is a predictor of disability: by 2030, more than 
one in five people in the U.S. will be sixty-five or older, and by 2035, the number of people over eighty-
five will nearly double. As with group homes, nursing homes were deadly places to reside during the 
pandemic and as the population grows older it becomes more imperative that older individuals with 
disabilities can remain in their homes with necessary supports. 

The U.S. has come a long way in its efforts on deinstitutionalization, but still has much to do. COVID-19 
showed the danger of continued reliance on the institutionalization model, and the hundreds of 
thousands deaths beg for immediate, concrete actions to address the barriers to an adequate and 
robust HCBS system now, before the next public health emergency.

We welcome the opportunity to discuss the issues raised in this report and to support your 
Administration in implementing the recommendations to improve the lives of people with disabilities.

Respectfully submitted,

Andrés J. Gallegos, J.D.
Chairman
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Executive Summary

COVID-19 has laid bare what has been the 

reality for so many in our country, who over 

generations have been minoritized and 

marginalized and medically underserved, and 

the pandemic took advantage of the legacy 

of intentional policies that have structurally 

disadvantaged communities over time.1

—COVID-19 Biden/Harris White House 

Health Equity Task Force member

As of June 30, 

2022, COVID-19 

had killed more 

than 1 million people 

in the United States 

and infected over 87 

million others. COVID-19 

disproportionately 

affected people with 

disabilities, both young 

and old, who lived in congregate settings, and, 

at 20 percent of the 1 million deaths, they bore 

the brunt of the pandemic. But this understates 

the reality due to the failure to collect data on 

deaths from COVID-19 among group home 

residents, even after it was clear that those with 

intellectual disabilities were very susceptible 

to contracting and dying of the coronavirus. As 

with other inequities permeating the standard of 

care for people with disabilities, the continued 

institutional bias that makes it easier to house 

certain populations of people with disabilities 

in congregate settings, such as group homes 

and nursing homes, put them in the bullseye 

of COVID-19. More than 800,000 people with 

disabilities are currently in institutionalized 

settings, where infections such as COVID-19 are 

proving most deadly, awaiting supports of 

caregivers and accessible housing to live among 

their family and friends in their homes in their 

communities.

In March 2020, when 

the public health 

emergency started in the 

United States, people 

with disabilities were 

immediately affected, 

acquiring the disease and 

many subsequently 

dying. In New York, for 

example, hospitals knowingly sent patients still ill 

with COVID-19 back to nursing homes, 

contributing to uncontrolled outbreaks that would 

take the lives of many. Group homes for people 

with intellectual and developmental disabilities 

(ID/DD) in New York saw high numbers of 

infections and hospitalizations, but the residents 

of these settings were denied access to the 

state’s stockpile of tests and equipment because 

group homes were not deemed “essential health 

COVID-19 disproportionately 

affected people with disabilities, 

both young and old, who lived 

in congregate settings, and, at 20 

percent of the 1 million deaths, they 

bore the brunt of the pandemic.

Strengthening the HCBS Ecosystem    9



care settings.” The virus spread rapidly through 

group homes via contact with direct care workers 

who entered such settings on a daily basis 

without the benefit of personal protective 

equipment. A study of New York State residents 

found that the mortality rate of those with ID/DD 

in residential group homes was nearly eight 

times higher than the general population.2 While 

COVID-19 was an unexpected public health 

emergency, the dangers inherent in congregate 

care facilities had previously been well 

established. The COVID-19 response devalued 

the lives of people with disabilities who resided 

in congregate settings and resulted in 

unacceptable, unnecessary deaths.

As seen in New York and Ohio, corruption 

worsened the already 

deadly impacts of 

COVID-19.3,4 In 2021, an 

ongoing FBI investigation 

was instigated to 

examine New York 

governor Andrew 

Cuomo’s underreporting 

of COVID-19 deaths 

in nursing homes. The underreporting may 

have been motivated by widespread criticism 

by lawmakers and advocates5 of New York’s 

March 25, 2020, directive requiring nursing 

homes to accept patients with COVID-19 after 

they had been discharged from hospitals.6 

Ohio’s deception in the pandemic response was 

later revealed by CMS who found falsified data 

and backdated test results. The public interest in 

COVID-19 had waned by then, and state officials 

faced minimal questions about their role in 

nursing home accountability to keep residents 

safe. Current policies overlook potential conflicts 

of interest between state politics and the 

A study of New York State residents 

found that the [COVID-19] mortality 

rate of those with ID/DD in 

residential group homes was nearly 

eight times higher than the general 

population.

nursing home industry. The Ohio nursing home 

industry invested $6 million in state politics 

over a five-year period.7 Accountability for past 

corruption and oversight to prevent future 

violations were missing from the United States’ 

COVID-19 response.

Despite the civil rights protections of 

Sec. 504 of the Rehabilitation Act of 1973, 

the Americans with Disabilities Act, and the 

Olmstead Supreme Court decision, a federal 

bias toward institutionalization (institutional 

bias) continues to make it easier to place a 

person with a disability in a congregate facility 

rather than in their home with supports. 

Through Home- and Community-Based Services 

(HCBS) waivers, which provide states flexibility 

in how and to whom 

they offer Medicaid 

benefits, an alternative 

to institutionalization 

can be offered by 

providing services in 

the community, but 

that requires there 

to be accessible, 

affordable housing in the community, which 

overwhelmingly there is not. As a result, that 

prevents transition to community living and 

makes it easier to institutionalize people with 

disabilities. HCBS services vary by state, and 

HCBS waivers are not portable. Additionally, the 

direct care worker shortage leaves many at risk 

of remaining institutionalized or at risk of being 

institutionalized in the future—a situation that 

worsened during the pandemic.

While the pandemic was the impetus for 

some policy and law changes that aimed to keep 

people safer, the pandemic elevated the chronic 

problems and weaknesses in the HCBS system 
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that need dire resolution. The preventable deaths 

of residents of congregate setting screams for 

an end to institutional bias. This will take efforts 

on several fronts, as discussed here, beginning 

with a greater federal investment in HCBS and 

less investment in institutionalized settings. The 

nation’s demographics speak to this need as well, 

as age is a predictor of disability: by 2030, more 

than one in five people 

in the United States will 

be 65 or older, and by 

2035, the number of 

people over 85 will nearly 

double.

Living in one’s home with necessary services 

and support systems is safer than living in an 

institutionalized setting, costs less, and is the 

desire of most individuals. We have come a long 

way in the quest for deinstitutionalization, but 

not far enough. COVID-19 showed the danger 

of continued reliance on the institutionalization 

model, and the hundreds of thousands 

preventable deaths must lead to immediate, 

concrete actions to 

remedy the weaknesses 

in our current HCBS 

system now, before 

the next public health 

emergency.

Building on 

NCD’s report 

Deinstitutionalization: 

Unfinished Business (2012) and the 2021 

Progress Report: The Impacts of COVID-19 on 

People with Disabilities, this report describes 

the weaknesses in the HCBS system, the 

lack of affordable and accessible housing, and 

the shortage of the direct care workforce, 

and provides a plan and recommendations to 

address these chronic problems that will be 

responsive to the nation’s present and growing 

need for community-based living.

Key Findings
	■ During the pandemic, conflicting guidance 

issued by the Federal Government 

combined with the 

patchwork state 

system of HCBS 

waivers resulted in a 

maze of fragmented 

supports for people 

with disabilities in need of diversion from 

institutionalization.

	■ While long-standing laws and court 

precedent (e.g., Olmstead) declare that 

people should receive care in integrated 

settings, the institutional bias hinders 

the goal of community integration: 

institutional settings continue to receive 

waivers or exceptions to meet the 

expectation of an 

individual being in an 

integrated setting. 

It continues to be 

significantly easier to 

place someone in a 

nursing home or a group 

home than in their own 

home in the community.

	■ The need for direct care workers to 

assist people with disabilities to live 

independently in the community is at an 

emergency level, and the shortage of direct 

care workers adversely affects millions. 

Contributing factors to the labor shortage 

include low wages and poor benefits, 

The preventable deaths of residents 

of congregate setting screams for 

an end to institutional bias.

Living in one’s home with 

necessary services and support 

systems is safer than living in 

an institutionalized setting, costs 

less, and is the desire of most 

individuals.
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resulting in chronically high staff turnover 

rates, surges in demand due to COVID-19, 

and a history of racism and sexism that has 

led to segments of the care economy being 

undervalued.

	■ The nation lacks the necessary millions of 

affordable, accessible housing units to meet 

its needs. The United States cannot achieve 

an adequate system of HCBS without a 

substantial investment in affordable, 

accessible housing for people with 

disabilities. The lack of accessible, affordable 

housing is exacerbated by a lack of oversight 

during federal financially assisted multifamily 

housing construction where the required 

accessible units are 

not constructed or 

not properly 

constructed—

leaving people with 

physical disabilities 

without housing 

options for years.

Key Recommendations
	■ Congress should enact legislation that 

includes significant funding for HCBS, 

similar to the $150 billion in HCBS funding in 

the Build Back Better Act, and increase pay 

for the direct care workforce, to facilitate 

individuals to live in the community.

	■ Congress should enact legislation within the 

next year, which ends the institutional bias 

by making HCBS a mandatory Medicaid 

service under 1905(a) as proposed in the 

discussion draft of the HCBS Access Act.8 

A single, comprehensive HCBS authority 

would alleviate complexity, inequity, and 

administrative costs associated with the 

program.

	■ Congress should pass the Fair Housing 

Improvement Act of 2022, a bill to 

amend the Fair Housing Act to prohibit 

discrimination based on source of income, 

veteran status, or military status, to provide 

more housing opportunities people with 

disabilities, enabling more people to 

transition from institutionalized settings to 

the community, and supporting the nation’s 

HCBS system.

	■ Congress should increase HUD’s 

appropriation to fund at least one 

compliance specialist in each of HUD’s ten 

regional offices to enable 

U.S. Housing and Urban 

Development (HUD) 

to increase its ability 

to monitor compliance 

with newly constructed 

housing, substantially 

altered housing, housing 

with other alterations, 

and program accessibility. These staff 

would have expertise in construction and 

federal regulations on housing accessibility 

and proactively monitor federally financed 

housing construction in the ten federal 

regions.

	■ Congress should increase HUD’s 

appropriation to fund a pilot program to 

engage local planning and codes compliance 

departments across the United States in 

identifying potential federal accessibility 

issues in new construction, substantial 

alterations, housing with other alterations, 

and existing housing to enable HUD to 

The United States cannot achieve an 

adequate system of HCBS without a 

substantial investment in affordable, 

accessible housing for people with 

disabilities.

12    National Council on Disability
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